Patients' Perspectives on Creating a Personal Safety Net During Chemotherapy
Hiroko Komatsu, PhD, RN, Kaori Yagasaki, PhD, RN, Hideko Yamauchi, MD, and Teruo Yamauchi, MD A lthough chemotherapy may improve survival in patients with breast cancer, patients may experience a range of distressing side effects and suffer from psychosocial consequences of the disease and its treatment. Previous studies have reported that women with breast cancer who received chemotherapy had low vitality, as well as experienced restrictions in performing activities of daily living and fulfilling social and family roles (Barnes, Robert, & Bradley, 2014; Binkley et al., 2012; Fangel, Panobianco, Kebbe, de Almeida, & Gozzo, 2013; Ho, So, Leung, Lai, & Chan, 2013; Nizamli, Anoosheh, & Mohammadi, 2011) . Cognitive changes related to cancer treatment affect self-esteem, self-confidence, and social relationships (Von Ah, Habermann, Carpenter, & Schneider, 2013) . Chemotherapy may affect a woman's life so significantly that she may feel as though side effects have taken control of her life (Pedersen, Koktved, & Nielsen, 2013) .
In Japan, breast cancer is the most prevalent malignancy affecting women (Foundation for Promotion of Cancer Research, 2015) . Nurses must understand the impact of chemotherapy for breast cancer on patients' lives. This article presents the results of a qualitative study conducted by the authors to explore the experiences of patients with breast cancer who had received chemotherapy to understand how they perceived the impact of the treatment on their daily lives.
Methods
This qualitative study used a grounded theory approach to explore the experiences of patients with breast cancer undergoing chemotherapy. In this study, the grounded theory approach focused on social processes and generated a theory grounded in the reality of the participants' daily life experiences (Strauss & Corbin, 1990) . Purposive sampling was conducted, followed by theoretical sampling based on the findings. Data analysis and further data collection were conducted simultaneously until no new themes emerged.
Participants were recruited from a list of outpatients with breast cancer who had undergone chemotherapy at breast or oncology center clinics at St. Luke's International Hospital in Tokyo, Japan. The inclusion criteria were (a) diagnosis of breast cancer, (b) having received more than one cycle of chemotherapy to treat breast cancer, and (c) medical and psychological suitability for interview, confirmed by the physician. Exclusion criteria were (a) initial diagnosis of advanced cancer, (b) the need for treatment of cognitive impairment as determined by a physician, and (c) significant physical or psychological discomfort. To ensure voluntary participation, outpatient nurses explained the study to eligible women and asked whether they wished to receive additional information. Those who were interested in the study met with one of the authors on a date (the day of recruitment or next appointment) set with the outpatient nurse and received oral and written explanations of the purpose of the research and a description of the procedure. 
Data Analysis
Interviews were recorded and transcribed. The transcripts were analyzed using the following process. Data were coded, and the meanings were labeled. Subcategories, originating from coding, were identified to lead categories. A core category (main theme) emerged by connecting the categories and subcategories. For credibility and dependability, two of the authors reviewed the data to determine whether they agreed with the codes and categories identified. The authors confirmed that no new themes emerged after the 17th interview had been conducted. For confirmability, one of the authors performed an analysis, and another confirmed the codes, categories, and core category identified in the analysis. Subsequent to identification of the themes and their supporting quotations, a professional translator translated them into English.
Results
Participants' characteristics are summarized in Table 1 . Of 21 women undergoing chemotherapy for breast cancer who were informed about the study, 17 chose to participate. The participants, who had a mean age of 49.4 years, had experienced distress and loss of control because of the disease and chemotherapy. However, they focused on what they were able to do during chemotherapy and created personal safety nets in physical, emotional, and social contexts to gain confidence in their ability to exert control over their lives. Creation of a personal safety net, which built a foundation for a positive life, emerged as a main theme in the relationships between categories and subcategories. The three categories, with their subcategories in parentheses, are as follows: (a) distress (loss of control); (b) personal safety net: confidence in control over life (defense behaviors, maintaining daily routines, support from others); and (c) my precious life (reevaluation of benefits, positive approach).
Distress
Loss of control: The participants reported that their lives were suddenly disturbed and became uncertain with the diagnosis of cancer. Participants were overwhelmed and sad.
I was depressed and lost my appetite when I heard the result of the test. . . . People of my age have the notion that cancer leads to death. I was depressed. Maybe I was too sensitive and overreacted. I was irritated by small things. I couldn't think about anything else.
In addition, the participants experienced a wide range of side effects, including fatigue, nausea, and hand numbness, during chemotherapy. These symptoms restricted their daily activities, and they experienced a loss of control. One participant reported having difficulty just walking through her house, whereas another participant said that the numbness made taking coins out of her purse while shopping difficult.
Probably because I was psychologically weak, I thought I knew what to expect, but I totally lost control.
Despite great variability, some participants experienced mild cognitive impairment, which they referred to as an "empty head" and "fog" that affected their concentration. The participants also said they felt isolated as they experienced changes in their daily lives and relationships with others.
I used to work every day, so I met people and talked to them. But my everyday life was suddenly shut down. I was confined to my house. I was depressed, lonely, and tearful.
I felt like my illness experience was fading from the memories of people around me. I felt empty inside and still had some fear. The feeling of disappearing from the memories of people became stronger and stronger, and I was cluttered up with it.
Personal Safety Net: Confidence in Control Over Life
The participants created personal safety nets during chemotherapy. Physically, they saved their energy by restricting their activities. Emotionally, they found comfort in normal life and concentrated on what they were able to do in their daily lives. They gained confidence in their ability to exert control over their lives by maintaining daily routines and completing tasks. In addition, they felt that life was worth living when they did something for someone else.
Defense behaviors: Several participants referred to the state of chemotherapy as "hibernation" and worked to prepare for it. After beginning chemotherapy, they attempted to reduce their activity and rest to save energy while waiting for the side effects to subside. Some participants asked family members to help them or arranged a helper service, whereas others ceased work during chemotherapy.
I thought I'd better concentrate on my treatment and hibernate during chemotherapy.
Maintaining daily routines:
The participants acknowledged the importance of performing daily tasks, even though they felt unwell and their function was limited. Participants said they wanted to fulfill their roles and take care of others at home.
If I was able to do only one thing, even though I did not feel well, that was good enough. I did not want to eat, but I cooked because there was someone to cook for.
Support from others:
The majority of the participants reported that they were supported by people, such as family members, friends, and peers, who cared for them.
When my son said to me, "You will be okay because you are my mommy," it encouraged me very much. He supported me psychologically.
My Precious Life
Reevaluation of beliefs: The participants looked back on the past from a present with cancer and frequently reevaluated their beliefs. They decided to change some of their behaviors to remain as healthy as possible.
Nothing is worth it if I am not alive. Now I know how important good health is, so I think that this is a part of my life, and I am clear about it.
Before I underwent treatment, I used to stay up all night, and I worked hard, even when I felt tired, but because I have experienced a serious illness, I no longer do it.
The participants said they realized the importance of each day and were determined to enjoy their lives.
But because of the experience of illness, I realize how precious each day and normal life is.
Positive approach: Once the participants gained confidence in having control over their lives, they sought positivity. They took a positive approach to making their lives enjoyable and meaningful despite the cancer. Some participants started something new and succeeded in doing so.
I still have anxiety and fear about recurrence and metastasis, but I am much better now compared to the condition I was in when I was hospitalized for low liver function. I am okay because I can move now and I am still alive. I am a positive thinker now. That's the biggest change.
I have various side effects, but I think I'd better be positive because tomorrow is coming.
Discussion
The patients with cancer who took part in the current study created personal safety nets in physical, emotional, and social contexts during chemotherapy, even though they found everyday life to be more difficult because of the disease and side effects. Through their safety nets, the participants felt more confident and in control of their lives, and were willing to take a positive approach toward making their lives meaningful.
These findings highlight the importance of the personal safety net. When patients with cancer are at risk of distress, they need to seek a secure environment in which they feel safe. In anticipation of the side effects of chemotherapy, participants "hibernated" and expended a minimal amount of energy. They also created a protective inner space in which they were able to tolerate fear and anxiety and exert self-control. The participants in this study found safe places within their daily lives and emphasized their commitment to maintaining their daily routines. Performing daily tasks provided them with the comfort and confidence they needed to balance their lives and illness and helped them to tolerate uncertainty. Pederson et al. (2013) reported that patients tried to find their own way to maintain a sort of normality in everyday life.
Great variability existed in participants' perceptions of side effects, particularly cognitive impairment, which is consistent with previous studies. Cognitive changes significantly affected patients' daily lives (Cheung et al., 2012) , but individual differences were noted (Rust & Davis, 2013 ). In the current study, participants tested the boundaries of their new limitations and potential via the personal safety net. Personal control needs, including those of autonomy and independence, have been found to be high in patients with cancer (Burg et al., 2015) . Rather than being protected by family, the participants in this study wanted to fulfill their roles at home, even if this was only one small role, and one of the participants commented that she found it very helpful to be treated as usual by her family.
Conclusion
The current study identified the personal safety net as the underlying process of personal transformation, a concept from positive psychology, in women with breast cancer. A number of studies have also reported the reevaluation of beliefs and personal transformation as a means of adapting to life changes (Sandsund, Pattison, Doyle, & Shaw, 2013; Skeath et al., 2013; Young, Nadarajah, Skeath, & Berger, 2015) . In one study, some patients who received chemotherapy decided not to return to work following reassessment of their life goals and decided instead to participate in society in other ways (van Muijen et al., 2013) . Women with breast cancer also have described reconstructing their lives after the diagnosis and mentioned becoming more independent (Fangel et al., 2013) .
Providing patients with a pathway for access to needed information is important for patients who experience psychological symptoms (Lewis et al., 2015) . Nurses can provide support to patients undergoing chemotherapy not only by increasing patients' knowledge and symptom management but also by understanding the effects of treatment on patients' daily lives and concerns. Nurses can reduce patients' distress, teach coping strategies, and develop effective interventions that enable patients with cancer to maintain and improve their physical, emotional, and social functions during and after chemotherapy.
Because few studies have explored patients' perspectives regarding the impact of chemotherapy on their daily lives, the current study complements existing quantitative literature seeking means of supporting patients undergoing chemotherapy, despite the small study size and limited generalizability of the results. Nurses need to understand the process from distress to personal transformation via the personal safety net and help patients to use the personal safety net as a step toward positive personal transformation during and after the treatment process. Nursing care should serve as a safety net for patients undergoing chemotherapy and promote the feeling of safety.
